Recent research and policy has recognised the central role of unpaid care-givers (often women and girls) in providing care for people living with HIV in the global South. Disability rights perspectives, however, challenge the language of 'care' and 'dependence'. Disabled people's views have often been overlooked in global policy debates about care, while organisations of people living with HIV have tended to advocate for their rights in isolation from disabled people's organisations. Drawing on qualitative research with women living with HIV and children caring for them in Tanzania and on learning from the National Community of Women Living with HIV and AIDS in Uganda (NACWOLA), this paper explores the divergences and interconnections between the concepts and practices of care, disability and HIV in the context of East Africa. The research reveals commonalities between women with HIV's embodied experiences of a fluctuating life-limiting illness and disabled people's experiences of hidden impairments and chronic illnesses. Emotional interactions between children and parents/relatives living with HIV challenge assumptions about the 'dependence' and 'autonomy' of care-givers and care-recipients. Despite the development of interdependent caring relations, mutual trust and responsibility, both caregivers and people living with HIV in Tanzania experience 'diminished autonomy' and relative powerlessness in relation to the limited material, healthcare and social supports available in much of the global South. Learning from NACWOLA in Uganda, however, suggests that the participation of people living with HIV, including disabled people, in homebased care and in peer support groups can enhance 'relational autonomy' for both care-givers and care-recipients. We reflect on opportunities and challenges for mutual learning and transnational cross-movement advocacy by disabled people, people living with HIV and care-
Introduction
The HIV and AIDS epidemic in Eastern and Southern Africa has had major impacts on families and communities over the last three decades, as they struggle to care for large numbers of people with a highly stigmatised, chronic, life-limiting illness, with very limited public social protection or formal care services and inadequate healthcare resources. Research has highlighted the gendered nature of unpaid care work within the family 1 and suggested that children (of both genders) may be increasingly involved in providing care and support to parents/relatives with HIV in the most affected communities 2 . However, the unpaid care work of women and children is often unrecognised and many People Living with HIV and AIDS (PLHA) and those caring for them may experience significant stigma and discrimination and have little access to external support. Commentators have called for greater recognition of the specific needs of unpaid carers of PLHA within international development policy and for a scaling-up of home-based care services for PLHA and their families 3 .
Recent policy meta-narratives however suggest that care is increasingly acknowledged as an issue of global concern. The United Nations Commission on the Status of Women 2009 meeting on 'The equal sharing of responsibilities between women and men, including caregiving in the context of HIV/AIDS' drew attention to the gendered nature of care 4 . Disability rights perspectives, however, challenge the language of 'care' and 'dependence' and disabled people's views have often been overlooked in policy debates about care, including in the recent United Nations discussions. Researchers and disability activists in the global North have debated the tensions between the notions of care, disability, and (in)dependence and the implications for advocacy and policy to support disabled people and carers. However, much of the discussion to date has been viewed through the lens of social policy interventions and disability politics in the global North (particularly the UK) 5 , with a lack of consideration for the ways these issues relate to disabled people, PLHA and carers in the global South.
The relationship between chronic, life-limiting illnesses such as HIV and disability is complex. The vulnerability of disabled people to HIV infection has only recently been recognised and disability issues have been largely neglected in global and national HIV/AIDS policy responses. This is linked to underlying assumptions that disabled people are sexually inactive, unlikely to use drugs and are at less risk of rape and sexual violence. Recent research has refuted these assumptions and revealed that disabled people are particularly susceptible to HIV infection due to a range of factors, including their low socio-economic status and heightened vulnerability to sexual exploitation and abuse (particularly disabled women and girls) compared to non-disabled people; limited sexual health awareness due to low levels of literacy, poor access to education, inaccessible sex education resources and sexual health advice and testing centres 6 . The UN Convention on the Rights of Persons with Disabilities does not explicitly refer to HIV or AIDS in the definition of disability. However, UNAIDS et al. note that:
States are required to recognize that where persons living with HIV (asymptomatic or symptomatic) have impairments which, in interaction with the environment, results in Organisations and networks of PLHA have grown rapidly in the Eastern and Southern African countries most affected by the epidemic in recent years in order to campaign for their rights. The principle of 'Greater Involvement of People Living with or Affected by HIV/AIDS' declared at the 1994 Paris AIDS Summit provided widespread international commitment (in policy rhetoric at least) to the participation of PLHA in tackling the epidemic at all levels. The Treatment Action Campaign in South Africa represents an example of an embodied health movement of 'biological citizens' who successfully advocated for their rights to anti-retroviral therapy and greater government involvement in efforts to tackle the epidemic 9 . While PLHA-led organisations have been able to influence policy agendas to some extent, they have tended to advocate for their rights in isolation from disabled people's organisations in the global South. Meanwhile, disabled people's organisations have increasingly recognised the links between disability and HIV and advocated for national HIV/AIDS policies and programmes that are inclusive of persons with disabilities. The Africa Campaign on Disability and HIV/AIDS, led by the Secretariat of the African Decade of Persons with Disabilities and Handicap International was launched in 2007 at a meeting of disabled people's organisations and service providers from African countries. Despite this growth in advocacy by HIV activists and disabled people, however, the participation of both groups in policy initiatives related to care and support has been limited to date. This paper explores the divergences and interconnections between the concepts and practices of care, disability and HIV in East Africa. Following an overview of recent literature on disability, embodiment and ethics of care, we outline our research and practice backgrounds. Drawing on qualitative research in Tanzania, we analyse women's embodied health identities and discuss the ways that the emotional interactions between mothers with HIV and their children challenge the conventional distinction between 'care-givers' and 'care-recipients'. Building on learning from the National Community of Women Living with HIV and AIDS in Uganda, we discuss the role that PLHA in East Africa play in providing peer support, homebased care and advocacy for the rights of PLHA and care-givers at local, national and international levels. To conclude, we consider potential avenues for future advocacy and policy on these global concerns.
Disability, HIV and care: contested concepts
The social model of disability defines impairment as 'the medically defined condition of a person's body/mind' and disability as 'the socially constructed disadvantage based upon impairment'
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. While the distinction between 'impairment' and 'disability' has been crucial to the disability movement in the global North, feminists have highlighted a tendency within social model approaches to equate illness with impairment and deny the materiality of the body 11 . The focus of the disability movement on the social and environmental barriers associated with the public sphere that prevent the participation of disabled people, to the exclusion of the 'personal' embodied aspects of disability, such as experiences of pain, chronic illness and psycho-social dimensions of impairment, was seen as necessary in the struggle for emancipation 12 . People living with chronic illness therefore occupy an ambivalent position within disability activism and may prefer to identify with those who share their bio-medical diagnosis rather than identifying as 'disabled people'.
Recent approaches to the body, health and illness, however, have emphasised the need to understand the changing materiality of the body and embodied experiences of health and illness in the construction of health identities 13 . James and Hockey argue that health identities are not fixed, but rather are constantly being produced, shaped and resisted through bio-medical and lay discourses of health and illness, social interactions and embodied actions and resources that individuals can access within specific contexts 14 . Broadly informed by social constructionist perspectives, such understandings of embodiment, health and illness have been shown to be particularly relevant in understanding the lived experiences of people with fluctuating and unpredictable chronic illnesses such as multiple sclerosis, arthritis and HIV among others 15 . Drawing on Rabinow's concept of 'biosociality', Hughes suggests that the interests and concerns of 'biosocial' groups and disabled people diverge in a number of ways 16 . Firstly, while the social model stance of the disability movement rejects biomedical discourses and has been reluctant to acknowledge lived experiences of impairment, biomedical diagnosis and impairment are central to the identification of 'biological citizens'. Second, biosocial groups are likely to 'gather and embrace the specialised medical and scientific knowledge associated with their condition' and medicine is perceived as a 'potential ally' in contrast to the disabled people's movement.
Differences in standpoint between disabled people and PLHA are also revealed in the language each group uses to refer to themselves. Disability activists avoid acronyms such as 'PWDs' which could be argued to dehumanise people and express a strong preference for terms which include the word 'people/persons' when referring to 'disabled people' (favoured in social model approaches) or 'persons with disabilities' (used in the United Nations Convention on the Rights of Disabled Persons and increasingly in global contexts). People living with HIV and AIDS have also emphasised the importance of including the words 'people' and 'living with HIV' in language used to refer to themselves rather than more passive biomedical terms such as those 'infected with HIV', 'suffering from HIV/AIDS'. They distinguish between 'HIV' and 'AIDS' rather than conflating them as one condition, since people may live well with HIV for many years, and the high level of stigma is due in large part to the association of AIDS with death. However, the acronym 'PLHA' is widely used by activists and in the literature 17 and is not considered to dehumanise people living with HIV.
Commentators have discussed the uneasy relationship between care research and disability studies in the global North, highlighting how the concepts of 'care' and 'dependence' may be perceived as oppressive and objectifying from a social model of disability perspective 18 . The interests, needs and perspectives of disabled people are often constructed as in radical opposition to those of 'carers', which has implications for political organising and advocacy by each group 19 . Since the 1970s, feminists have drawn attention to the unpaid care work (including domestic work, childcare and caring for disabled or elderly relatives) that women are primarily responsible for within the private sphere. Disability scholars, however, have challenged negative assumptions that disabled people are 'dependents' who are less able to make choices for themselves and that care is a 'burden' for those who are responsible for providing it. They have argued instead that 'independence' needs to be understood 'not as being able to perform activities for oneself without assistance, but as being able to exercise control over whatever help is required in order to achieve chosen goals and objectives' 20 . Thus, disabled people may exercise a substantial level of 'decisional autonomy', even though they may require personal assistance from others to execute those decisions.
Feminist disability scholars have questioned the dichotomy between 'caregivers' and 'carerecipients', since this fails to recognise reciprocity within caring relations and assumes that disabled people are not able to provide care. Morris has highlighted the care provided by disabled women in their roles as mothers and partners 21 . The use of the term 'young carers' and an exclusive focus on support for children who take on caring roles for disabled parents, has led to negative portrayals of disabled people as 'inadequate parents' within the media, research and practice 22 . Disability scholars have challenged such assumptions and called instead for greater recognition of disabled people's parenting roles and the need for formal support and assistance so that disabled parents are not forced to rely on their children (and other family members) to undertake caring tasks 23 .
Despite these debates, care research and disability studies should not necessarily be seen as mutually exclusive. Feminist ethics of care are considered a potentially useful way of theorising care and recognising reciprocity 24 . Tronto and Sevenhuijsen emphasise the interdependence and interconnectedness of human relations, responsibilities and practices of care 25 . Care is regarded as geographically and historically contingent and it is acknowledged that there is no absolute or fixed division of roles between 'care-giver' and 'care-receiver', since we all give and receive care in different contexts and at different times throughout the lifecourse.
Kittay theorises further the power relations imbued in notions of 'care' and 'dependency' 26 . Kittay refers to (paid and unpaid) care as 'dependency work', care-givers as 'dependency workers' and care-recipients as 'charges'. She distinguishes between 'inequality of power' and the 'exercise of domination'. As Fine and Glendinning explain: 'while the care recipient is vulnerable to the abuse of power by the care-giver, the reverse may also be the case; the charge may have power over the worker as a result of social position, wealth, control of employment, through forms of moral blackmail or through the worker's (over-)identification with the charge' 27 . However, such inequalities of power do not mean that abuse is inherent in the caring relationship, which is ideally based on mutual trust and responsibility. Domination, however, 'represents a breakdown of this mutual trust by either the worker or the charge'. Kittay suggests that a second level of dependency is based on the reliance of the 'charge' and the 'dependency worker' on 'the provider', who controls the resources needed to provide care and creates the conditions which devalue dependency work. Care-recipients, care-givers and providers are involved in complex interactions, which Kittay terms 'nested dependencies'. In the global North, the welfare state may be considered 'the provider', which alongside health and social care policy and practice, influences the level of support and risk of impoverishment and exploitation that disabled people and carers may experience. In Tanzania, Uganda and other low income countries in the global South, however, state welfare support is virtually non-existent; hence the notion of a 'provider' needs to take into account power inequalities at the global scale that prevent equal access to healthcare and constrain the ability of governments to provide support to all those who require assistance, as well as social arrangements at the local level.
Within this analysis of care, Fine and Glendinning suggest that 'independence' can be conceptualised as 'relational autonomy'; power should not only be regarded as negative, but rather can be understood as 'capability', 'as a form of empowerment -"power to" not "power over"' 28 . This echoes Foucauldian notions of the diffuse nature of power, working 'from below', which is productive and constitutive of our bodies and subjectivities 29 . Empowerment is understood in terms of a person's agency and their capacity to do or affect something and 'make a difference'. Furthermore, the analysis of care in terms of 'nested dependencies' at both an interpersonal and structural level enables a focus on the relative powerlessness or autonomy of both care-givers and care-recipients and emphasises how the capacities of both can be enhanced to affect change.
While researchers in the global North have discussed perceptions of care, dependence and autonomy from a disability perspective, few studies have engaged with these ideas in relation to HIV or with regard to the global South. Recent research with families in Tanzania and Namibia, however, has revealed that care is often a two-way process of both giving and receiving care, based on reciprocal, interdependent relations between PLHA and family members 30 . As we discuss,PLHA, including disabled people living with HIV, may provide home-based care for partners, children, other family members and peers with HIV, as well as receiving care themselves. Such interdependent caring relations blur conventional boundaries and assumptions about the needs and interests of 'care-givers' and 'care-recipients', while simultaneously revealing interconnected dependencies and power inequalities at a range of spatial scales.
Research and practice background
This paper discusses the findings of qualitative research conducted by Ruth Evans with women living with HIV and children caring for them in Tanzania 31 . Purposive sampling techniques were used to recruit participants from rural and urban areas: Dar es Salaam, Mererani and Moshi (urban) and Arusha and Kilimanjaro regions (rural). Semi-structured interviews were conducted with 20 mothers/female relatives living with HIV, 22 young people (aged 11-24) who cared for or used to care for a parent/relative with HIV and 13 NGO workers supporting them. Young people providing care and mothers/relatives receiving care were recruited from the same households wherever possible. Approximately equal numbers of girls (8) and boys (7) aged under 18 participated in the research, but the majority of young adults (aged 18-24) participating were young women (7) with only one young man (aged 18). Mothers/female relatives constituted the entire sample of parents/relatives with HIV and project workers identified very few young people caring for fathers with HIV. Almost all of the women with HIV in the sample had been widowed or had lost their male partner due to AIDS-related illness and a third of the households included one or more children who were also living with HIV. All interviews were conducted in Kiswahili, and transcribed and translated into English with research assistance. Ethical issues were of paramount importance throughout the study and participants' accounts have been anonymised to protect their identities.
In this paper we also draw on the professional experience of Agnes Atim in her role leading the National Community of Women Living with HIV and AIDS in Uganda (NACWOLA). NACWOLA is a network of HIV-positive women with a membership of over 60,000 across the country. The programmes are funded by Comic Relief (a UK-based charity) and the United States Agency for International Development. NACWOLA's mission is to empower women living with HIV and their families to live a healthy, productive and dignified life without prejudice. This is achieved by recruiting and training HIV-positive women/girls and men/boys to serve as activists and programme agents in their communities and to enable them to participate in processes and decisions that have an immediate and direct impact on their lives in the present and future. Agnes strives to ensure that HIV-positive women's voices are heard through engagement with policymakers, development partners and other stakeholders at local, national and international levels. To date, NACWOLA has only engaged to a limited extent with disabled people's organisations, such as the National Union of People with Disabilities Uganda and Network of Women with Disabilities, in the areas of policy, law reform and service provision.
Embodied health identities
Research with people living with HIV and other chronic illnesses has highlighted the significance of bio-medical diagnosis as a 'biographical disruption' and/or 'biographical reinforcement' that often leads to a changed health identity' 32 . The narratives of women in Tanzania suggest that diagnosis of their HIV status represented such a 'biographical disruption' that forced them to re-consider their lives and their identities. Several women struggled to reconcile their sense of self with a highly stigmatised health identity, questioning why and how they had become infected. Women who had known about their status for several years before anti-retroviral therapy became freely available felt they were 'waiting to die' and were worried about whether their children were also infected. Many women were unaware that their husband/ partner had died of an AIDS-related illness and it was only when they became ill themselves and tried to find out the cause of their husband's death that they discovered their own status. Exposure to risk through unequal heterosexual relationships formed part of some women's narratives of discovering their status. Distrust of medical professionals, combined with feelings of shock and disbelief and the lack of availability of anti-retroviral therapy in Tanzania (and many other Sub-Saharan African countries) until the mid-2000s meant that some women had tests several times at different hospitals before they could accept the diagnosis.
Many women identified the chronic fatigue and unpredictable, episodic nature of HIV-related illness as the most difficult aspect of the disease to deal with. Unpredictable chronic illness and fatigue prevented them from earning a livelihood and performing their social reproductive roles in producing food for the household, caring for their children and undertaking domestic chores. One mother commented: "Sometimes I feel tired, I feel drained of any energy and I'm not able to do any work; general weakness in my body. My body just refuses to function. […] It changes from time to time; you are better today and worse tomorrow". Fluctuating and severely limited energy can be particularly difficult to manage since it is 'unpredictable and resists control' 33 . Most women relied on earning a livelihood through agricultural labour or casual work in the informal sector, both of which were physically strenuous. As the main income-earner in female-headed households, the loss of mothers' ability to earn a livelihood often led to chronic poverty. It also undermined women's roles as mothers who provided for their children. As a consequence, children's work in the informal sector often intensified, as they sought to replace their mother's income.
The diversity of physical and emotional effects of living with HIV that women reported reveals the difficulty in generalising about embodied experiences of HIV-and AIDS-related illness and the support needs of PLHA 34 . The invisibility of HIV infection and fluctuation between periods of 'good' and 'ill' health pose a challenge to constructions of PLHA as 'care-recipients' and suggests commonalities with disabled people's experiences of hidden impairments and chronic illnesses. Many of the women in Tanzania thought that they must have been living with HIV for many years, associating the time they became infected with their husband's illness/death and/or the birth of a child who was later discovered to be HIVpositive. The process of coming to terms with their status therefore partly involved reconciling memories of periods of good health with a 'discredited' identity 35 as a person living with HIV. Furthermore, although the particular dynamics of stigma PLHA experience are likely to be specific to the condition, such experiences of discrimination can be conceptualised as 'psycho-emotional disablism' and attitudinal barriers to participation that disabled people experience 36 . In common with other 'hidden' impairments, PLHA often engage in an on-going process of 'passing' as healthy and managing the presentation of their identity as an HIV-positive individual to others in order to avoid stigmatisation in different contexts. Access to anti-retroviral therapy often helped to alleviate physical symptoms of HIV-related illness (although some women mentioned side-effects of the drugs) and hence could extend the time that PLHA could 'pass' as healthy individuals and conceal their HIV status from family and community members. The embodied experiences of women living with HIV in Tanzania therefore suggest a number of commonalities with the experiences of disabled people with hidden impairments and chronic illnesses.
Interdependent caring relations within families
Recent research in Africa has revealed that caring relations are often characterised by strong emotional connections between PLHA and those who care for them 37 . Many mothers with HIV and children caring for them in Tanzania reported that they had close, loving relationships and understood each other well. Children played a key role in providing emotional support to their mothers, siblings and other relatives living with HIV, including talking and comforting them, offering advice, giving them hope, reassurance and keeping them company. Despite mothers' illness and the emotional support children provided, however, most children said that they turned to their mother for advice, guidance and support. Mothers/adult relatives with HIV retained their usual position of authority and responsibility for decision-making within the household, despite sometimes being nursed in bed for several months. The continued parenting role of mothers refutes negative assumptions about the competence of parents living with HIV to provide good care for their children.
Some mothers' and young people's narratives demonstrate a strong sense of empathy and understanding of the emotional pressures the other person in the caring relationship may be experiencing. Husna, a mother with HIV, reflected on why Juliette (aged 20) had greater caring responsibilities than her other daughters: "I feel she is the one who understands my situation better. She is very compassionate. It is obvious that she really depends on me and I on her". Juliette, who was studying at a teacher training college away from home during term-time, commented on the emotional dimensions of her caring responsibilities:
Whenever I get a letter from home saying she is very poorly, I can't concentrate at all. I am filled with thoughts like what would happen to us if she died. I have my younger sisters, I would be the one to look after for them. It is better when she is alive, I feel as though she is helping me in a way because she inspires me with hope. I feel very much at peace seeing her alive.
Such close emotional connections within caring relationships help to ensure that care is based on (among others) the ethical value of 'responsiveness' 38 . These connections highlight the complexity of caring relations within families and reveal fluidity between the roles of 'caregivers' and 'care-recipients', since both children and parents/relatives with HIV 'give' and 'receive' care. As Juliette's comments suggest, the survival and continued presence of parents living with HIV in their children's lives often enhances young people's wellbeing and protects them from negative outcomes 39 . This gives added impetus to international commitments to achieve universal access to treatment for all those who need it.
Although women and girls are usually expected to be the primary caregivers in many African countries (and elsewhere globally) 40 , the research in Tanzania suggests that boys and young men provide care when female relatives are not available. Boys undertaking caring tasks that challenged gender norms could be particularly marginalised. Farida explained that she was cared for by her youngest child, Babu (aged 14) because her five older children had all moved out of home and refused to visit: "I have a family but they have stigmatized me. They don't care about me, the only child with me is this 14-year-old one". Babu expressed anger and resentment that he received no help from his older sisters in caring for his mother and undertaking domestic chores: "I feel bad [ This example reveals the power inequalities and vulnerabilities that may affect both carerecipients and care-givers. The potential abuse of power by the care-giver present in most caring relations is balanced to some extent by children's relative powerlessness and dependence on their parent/adult relative for love and guidance. As Kittay comments: 'although familial caregivers are as capable of neglect and abuse as strangers paid to care, affective bonds that normally form between family members offer important defences against the harmful behaviour, especially when supports are available to ease hardships' 41 . Coresidence and the low socio-economic status of children, combined with close relationships and a strong sense of moral responsibility towards their parent, meant that young people had little option but to stay with their parent and support them during their illness. This means that both parents/relatives with HIV and children caring for them are mutually dependent on each other and hence 'domination', that is, the breakdown of mutual trust by either the 'dependency worker' or the 'charge' appears unlikely.
In Babu's and other cases, however, older (usually male) siblings had moved out of the household and were unwilling to take on or help with caring responsibilities. The absence of social supports for care-givers, combined with socio-cultural constructions of care and young men's more privileged position in gender and age hierarchies, meant that older male siblings were able to refuse to provide care and instead sought to establish their own 'independent' lives without such caring responsibilities. This could be regarded as the exercise of 'domination' over the care-recipient and their younger siblings. Such gendered and agerelated norms of care are reflected in the much smaller proportion of young men (aged [18] [19] [20] [21] [22] [23] [24] interviewed who were caring for a parent/relative (1 out of 8) compared to young women of the same age (7 out of 8).
Many mothers were concerned about how caring affected children's emotional wellbeing and sought to protect children from potential 'biographical disruption' associated with their illness 42 . Husna said of Juliette's caring responsibilities:
She has a big burden on her young shoulders. I sometimes feel she is overwhelmed by worry. She thinks a lot about me and I think she dreads the day I will die because she will have to provide for her younger sisters.
[…] I am sad but I have no choice. I feel sorry for her because I feel she is carrying the burden of someone else's responsibility, but that someone else isn't there.
Juliette perceived her caring responsibilities as 'daunting' at times, but felt a moral obligation to support her mother since their relatives stigmatised the family and they lacked alternative sources of support: "The responsibilities are many and I am still young. At times it is daunting. But there is no one else to help so I have to do it". Thus, despite the development of interdependent caring relations, mutual trust and responsibility, some mothers and children simultaneously perceived care as a 'burden' which could have negative physical, emotional and educational impacts. The 'diminished autonomy' of care-givers here can be regarded as a consequence of the limited material, healthcare and social supports available to PLHA and their families in Tanzania. The conditions of 'dependency work' and vulnerability to chronic poverty and exploitation are created by care-givers' and care-recipients' unequal relation to 'the provider' within the 'nested dependencies' of care 43 . This is perhaps most evident when the care-givers are children who occupy a weak socio-economic position and are responsible for caring for mothers/female relatives with HIV in lone parent households without adequate external support.
Peer support, participation and advocacy of people living with HIV and AIDS Opportunities for disabled people and other marginalized groups to meet, share experiences and develop peer support in safe spaces are often perceived as empowering for individuals. They can also foster collective action to challenge discrimination and barriers to participation 44 . Peer support among those who identify with a particular health identity is often focused on coming to terms with the diagnosis, sharing embodied experiences and learning about biomedical health and treatment issues associated with their condition 45 . Many women interviewed in Tanzania regularly attended peer support groups, which they felt provided opportunities for women to share experiences and give informal advice about HIV-related issues, including adherence to treatment, nutrition and gaining access to informal material support. As one mother said: "Here at home I am lonely, there are no women of my age that I can talk to. When I go there, I am comforted. I mix with people who have similar problems to mine. We exchange ideas and learn about a lot of things".
While developing peer support and living more positively with HIV is important in reducing isolation and may enhance PLHA's 'relational autonomy', it is unclear how this may translate into wider collective action and politicization as 'biological citizens'. Although peer support groups were valued, they were not usually linked to national networks of PLHA or to transnational activism. Beckman and Bujra found that access to anti-retroviral therapy may allow PLHA in Tanzania to hide their status, avoid stigmatisation and facilitate 'their new quest for work, partners and a "normal life"'. Being able to 'pass' as 'normal' and conceal their illness from others, however, may mean that people no longer identify as PLHA and disengage from peer support and activist activities. This reveals contradictions within the concept of 'biological citizenship' 46 .
In Uganda, networks of PLHA and individuals have supported home-based care since the peak of the epidemic in the early 1990s, in order to reduce the barriers to care, provide peer support and bring healthcare to those unable to travel to a clinic. PLHA play a crucial role in providing comprehensive non-clinical nursing, palliative, psychosocial, and spiritual care to their peers. With the scale-up of anti-retroviral therapy, PLHA-led organisations, such as NACWOLA, have trained PLHA as home-based care-givers and as community support agents based in health facilities in order to provide treatment adherence support. This helps to reduce the likelihood of PLHA who have tested positive subsequently failing to return to health facilities to receive treatment and other services. NACWOLA has also worked in partnership with the Network of Women with Disabilities to train disabled women living with HIV to provide support to their peers in Bugiri, eastern Uganda.
While such PLHA-led activities could be regarded as serving the neoliberal donor-driven agenda of promoting participation and providing alternative service delivery 47 , NACWOLA's experiences suggests that the participation of PLHA, including disabled women living with HIV, in care-giving can have several benefits. It helps to reduce feelings of dependency on family members, thereby alleviating potential tensions and emotional pressures within caring relations and reducing the risk of 'domination'. PLHA care-givers are motivated to provide the best care they can because they know that they may develop such care needs themselves in future, thereby fostering an environment of 'reciprocal social co-operation' 48 . NACWOLA recognises, however, that care-givers need to be supported in their caring roles. The 'Care for the Carers' programme provides income-earning opportunities and mobilises care-givers to make small cash contributions to support members in need. NACWOLA Centres provide a safe space where care-givers can share experiences, grow vegetables, massage one another and learn handicrafts. These activities appear to help relieve the stress associated with caregiving and prevent 'burnout', which has been identified as a significant risk if care-givers providing high levels of care over extended periods are unsupported 49 .
NACWOLA also challenges the inadequacies of care provision by building the capacities of women and girls living with HIV to participate in decision-making processes. NACWOLA has successfully lobbied on a range of issues related to the rights of women and girls living with HIV and representatives participate in local, national, regional and international forums, including the African Commission on Human and Peoples' Rights and the United Nations Several challenges remain, however, in influencing global and national policies on the care and support of PLHA. Firstly, care and support issues have not been prioritised to date within global responses to the epidemic. The emphasis on achieving quantifiable targets by governments, international donors and United Nations agencies, particularly in the light of universal access targets and Millennium Development Goal 6, means that the scale-up of anti-retroviral therapy has dominated funding and programme responses. Increased access to anti-retroviral therapy has led to a welcome reduction in AIDS-related mortality and PLHA accessing treatment who have an adequate, nutritional diet are now able to lead relatively 'normal' lives. This has resulted, however, in a perception that care and support services are no longer required. HIV is viewed as a chronic illness that can be effectively managed through bio-medical intervention, rather than as a terminal illness, which may result in a reduction in funding for dedicated community-based HIV services 50 . Furthermore, the fact that most care-givers are women and girls and the lack of a clear definition and narrow understandings of care among policymakers and practitioners hinder the development of services and support 51 . This is linked to gendered assumptions about women's 'natural' caring roles and the widespread devaluing of care work globally. Limited civil society advocacy and weak global governance of HIV care and support activities have further hindered implementation. Finally, unequal gender and generational relations in many cultural contexts mean that the voices of women, girls and boys who are caregivers, disabled people and/or living with HIV are often marginalised in decision-making processes from the macro-to the micro-levels.
Conclusion
This article has explored the complex divergences and interconnections between the concepts of care, disability and HIV in the context of East Africa. The research in Tanzania revealed that women's on-going negotiations of their health identities were shaped by a complex range of factors, including:
 biomedical diagnosis and the ways women had discovered their HIV status;  embodied experiences of living with fluctuating chronic illness;  gendered roles as mothers and wives;  the quality of relationships with children and other family and community members;  access to material resources, livelihood options, external support, treatment and care. Biomedical diagnosis and chronic illness represented a 'biographical disruption' for many women, as they struggled to reconcile their sense of self with a 'discredited' social identity as a person living with a highly stigmatised illness. The invisible nature of HIV infection, embodied experiences of episodic illness and the psycho-emotional dimensions of their impairment suggest that PLHA share a number of commonalities with disabled people with hidden impairments and chronic illnesses. Ill health, reduced capacity to earn a livelihood and stigmatisation meant that mothers had to rely on their children for care, which undermined their identities as 'mothers'. Many children felt a moral obligation to care for their mother/relative due to socio-cultural norms and a lack of alternatives.
The mutual emotional support and interdependent caring relations that develop between mothers living with HIV and their children and between PLHA and their peers who require support in Tanzania and Uganda challenge the conventional dichotomy between the needs and interests of 'care-givers' and 'care-recipients'. Indeed, the research suggests that caring relations are often characterised by a high level of 'responsiveness' and mutual trust, as each person in the caring relationship seeks to understand the other's perspective in order to provide the best care they can. However, young people's competencies to provide 'good care' were often undermined by poverty, stigma and ostracism and limited access to external support. Care could thus simultaneously be perceived by both mothers and children as a 'burden' which could have negative impacts on children's present and future lives. Such experiences reveal the complex, often contradictory nature of power inequalities and 'nested dependencies' within caring practices and relations. Both care-givers and care-recipients in East Africa occupy a relatively powerless position in relation to broader social supports and state care provision, which diminish their autonomy.
NACWOLA's work to train and support PLHA, including disabled women living with HIV, as home-based care-givers in Uganda appears to help alleviate emotional pressures within caring relations and reduce feelings of 'dependency' on family care-givers. Our research highlights the need for such home-based care initiatives to consider young people's views and support needs as 'care-givers', as well as those of parents/relatives with HIV, disabled people and other family members. Peer support groups enable PLHA to share embodied experiences and knowledge and reduce their isolation. Similar self-help groups for 'caregivers' could facilitate the development of peer support and provide access to resources. Such safe spaces in the community may provide important opportunities for both care-givers and care-recipients to develop their capacities to act and achieve greater levels of 'relational autonomy'.
PLHA in East Africa have identified on the basis of their biomedical diagnosis rather than as 'disabled people' to date. The emphasis of HIV activism on improving access to medical treatment rather than on increasing access to support and care assistance contrasts with the advocacy and politics of the disability movement. While access to healthcare represents a crucial human right, treatment also enables PLHA to pass as 'normal' and conceal their illness. This ambivalence in the concept of 'biological citizenship' for PLHA weakens the potential for collective identification and involvement in activism 52 . Nevertheless, NACWOLA's work to empower women living with HIV to realise their rights to treatment, care and support could be extended to collectively challenge the structural and relational barriers to participation that PLHA, disabled people and care-givers experience, in recognition of the common vulnerabilities and dependencies that these groups experience. Recent policy initiatives such as The Africa Campaign on Disability and HIV/AIDS 53 suggest potential opportunities for PLHA-led organisations and disabled people's organisations to form new alliances and partnerships. This would enable PLHA and disabled people to advocate for care and support together, in recognition of the interconnections between HIV, disability and care.
African organisations of PLHA and home-based care-givers have achieved some success in influencing the global care policy agenda, evidenced in the Agreed Conclusions of the United Nations Commission on the Status of Women 2009 meeting. The voices and needs of disabled people, however, have been neglected, resulting in disabled people being framed as a 'care burden' 54 . The rapid adoption and ratification of the United Nations Convention on the Rights of Persons with Disabilities in many countries has resulted in a high level of state and civil society mobilisation around disability in recent global policy debates. Given the increasing recognition of disabled people's rights, significant possibilities exist for mutual learning and cross-movement mobilisation 55 of disabled people, PLHA and care-givers. Collective advocacy would help to challenge the conventional dichotomy between 'caregivers' and 'care-recipients' and ensure that policy, service provision and practice reflect the perspectives of all those involved in care, whilst acknowledging diversity within and between each group. Transnational cross-movement advocacy, however, needs to be accompanied by strong commitments and action on the part of states and global institutions to address structural inequalities and enable the voices of marginalised groups to influence decisionmaking processes.
